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1. HISTORY OF THE REGISTRY 
The Statewide Alzheimer's Disease and Related Disorders Registry is a 
voluntary effort to record specific information about South Carolinians who develop 
Alzheimer's disease and related disorders. This effort was established in April, 1988, 
with a $200,000 grant from the American Health Assistance Foundation and matching 
funds from the South Carolina Department of Health and Human Services Finance 
Commission. Supplemental funding was obtained from the Association of Schools of 
Public Health and the Centers for Disease Control. In-kind support was provided from 
a consortium of public and private agencies. The registry is housed in the Health 
Sciences Building of the School of Public Health at the University of South Carolina in 
Columbia. The staff consists of a director, medical director, assistant director, 
secretary, data analyst, and three graduate research assistants in the office; three 
research nurses are in the field. 
This project has received widespread support and interest from the academic 
community, lay support groups, state agencies, and other public and private 
organizations as part of a statewide effort to study this emerging major public health 
problem. On May 31, 1990, a state law authorizing the registry was signed by 
Governor Carroll A. Campbell, Jr. This law (R653, H4924) amends Title 44, Code of 
Laws of South Carolina 1976, relating to health, by adding Chapter 36 so as to 
establish a voluntary Statewide Alzheimer's Disease and Related Disorders Registry in 
the School of Public Health. The law has strict confidentiality requirements, but does 
allow registry staff to contact the families and physicians of patients diagnosed as 
having Alzheimer's disease or a related disorder to collect relevant data and to provide 
them with information about available public and private health care resources. 
The goals of the registry are to collect information on all cases of dementia in 
South Carolina with a diagnosis as of January 1, 1988; to project estimated prevalence 
of all types of dementia by various demographic characteristics; to help family 
members and caregivers identify health and human service resources that provide 
needed care and services; to provide information to public agencies for planning 
purposes on the needs of people with dementia and their caregivers; and to study 
familial transmission of Alzheimer's disease and other dementing illnesses. 
The prevalence of dementia is estimated to be about five percent among 
persons aged 65 or older, and about 20 percent in those aged 80 or older (Council on 
Scientific Affairs, 1986). While the proportion of persons over age 65 increased 
nationally by 19 percent between 1980 and 1988, the percentage increase in South 
Carolina was 32 percent. By the year 2000 the population over age 65 in South 
Carolina is expected to increase by 76 percent over the 1980 population. However, 
the largest increase (24 7 percent) is expected in the over 85 age group (SC State 
Budget & Control Board, 1984). Although we have no information on the total number 
of persons with dementia in South Carolina, we can estimate the number of people in 
the community with severe cognitive impairment by applying estimates obtained from 
studies conducted in other parts of the country. To determine the expected number of 
severely cognitively impaired persons in South Carolina, and to make projections for 
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the years 1995 and 2000, we used estimates developed from the Epidemiologic 
Catchment Area Program (Eaton & Kessler, 1985) and weighted these estimates by 
the age, race, sex, marital status, and educational level of the South Carolina 
population, county by county. These statewide results, for adults age 18 or over, are 
shown below. 
Table 1.1 
Estimated Prevalence of Severe Cognitive Impairment and Alzheimer's Disease 
Among South Carolina Adults, 1990, 1995, and 2000 
YEAR POPULATION CASE RATE AD** 
ESTIMATE ESTIMATE per/100* ESTIMATE 
1990 2,657,761 46,199 1.74 30,029 
1995 2,872,273 51,365 1.79 33,387 
2000 3,100,398 57,299 1.85 37,244 
*Rate is adjusted for age, race, sex, marital status, and education 
**Estimated to be 65% of those with severe cognitive impairment 
Considering the increasing numbers of affected persons, the lack of effective 
treatment, and the length of time that persons with dementia and their families require 
resources, this disease is likely to influence health care financing on a national level. A 
statewide registry such as ours can help South Carolina effectively plan for this 
emerging health problem. 
2. PROCEDURES 
Dementia can be defined as the global impairment of intellectual and cognitive 
functions such as memory, abstract thinking, or judgement. Dementia seriously 
interferes with normal social and occupational activities. The diagnosis of dementia 
includes Alzheimer's disease, multi-infarct (vascular) dementia, alcoholic dementia, 
Parkinson's disease with dementia, Huntington's disease, and other dementing 
illnesses. However, the definitive diagnosis of dementia is difficult, especially in the 
early stages. The registry staff are not directly involved in diagnosis; they record 
verbatim the physician's diagnosis from the patients medical record. These 
diagnoses are coded using the International Classification of Diseases, 9th revision, 
Clinical Modification (ICD-9-CM, 1980). The types of dementia as classified for 
reporting purposes are shown in Table 2.1. 
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Table 2.1 
Classification of Dementias by ICD-9-CM Codes 
Statewide Alzheimer's Disease and Related Disorders Registry, 1991 
ALZHEIMER'S DISEASE 
290.0 - 290.3 
290.8 - 290.9 
331.0 
Senile or presenile 
dementia 
Alzheimer's disease 
MULTI-INFARCT DEMENTIA 
290.4 - 290.43 Arteriosclerotic dementia 
ALCOHOLIC or DRUG-INDUCED DEMENTIA 
291.2 Alcoholic dementia 
292.82 Drug-induced dementia 
MEDICAL DIAGNOSES WITH DEMENTIA 
294.1 Dementia with other conditions 
332.0 - 332.1 Parkinson's disease 
333.4 Huntington's disease 
The medical record is abstracted from hospitals, clinics, or private· physicians's 
offices. The cases of dementia are usually identified as they (or their family members) 
require public provider services. Since no single system identifies all newly diagnosed 
patients with dementia, new cases are collected from several sources: monthly reports 
from the Department of Mental Health (including the Community Mental Health 
Services); University-affiliated clinics (Medical University of South Carolina, University of 
South Carolina Department of Neuropsychiatry and Behavioral Science at William S. 
Hall Psychiatric Institute); Community Long-Term Care; Nursing Homes and 
Residential Care Facilities; and persons who attend Alzheimer's disease support 
groups. 
After proper permissions are obtained, the research nurse abstracts registry 
core data from the patient's medical record. Core data consists of patient identifying 
data and diagnostic data (using ICD-9-CM codes); caregiver contact data for 
follow-up; and the place where the records were abstracted. The abstracting form 
also includes medical diagnoses, tests performed, scores on mini-mental state exams, 
and educational status. Illiteracy and mental retardation are noted if present. If there 
is a family history of dementia, it is also recorded. This abstract form contains all 
items recommended for a national core data set on dementia. 
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Table 2.2 
Registry Core Data Items 
Statewide Alzheimer's Disease and Related Disorders Registry, 1991 
Identification of patient (for matching purposes) 
Location of patient (for follow-up) 
Name and location of caregiver ;contact person 
Sociodemographic data (education, marital status, etc.) 
Diagnosis (current dementia diagnosis and other medical diagnoses) 
Diagnostic tests 
Death/autopsy data 
3. REGISTRY DATA, 1991 
Table 3.1 indicates that 60 percent of the registry cases have a diagnosis of 
Alzheimer's disease (AD). In the case of multiple diagnoses (e.g., those showing both 
AD and multi-infarct dementia) the patient is reported in the AD category. Therefore, 
as shown in Table 3.1, the 542 cases who have a diagnosis of multi-infarct dementia 
do not have an additional AD diagnosis in their record. The diagnosis shown 
represents the most current diagnosis in the medical record. 
Table 3.1 
Percentage of Registry Cases by Dementia Type 
Statewide Alzheimer's Disease and Related Disorders Registry, 1991 
Dementia type Number Percent 
Alzheimer's disease (AD) 2,777 60 
Multi-infarct (MID) 542 12 
Alcoholic/ drug-induced (ALC) 592 13 
Medical conditions (MED) 676 15 
Total 4,587 100 
The other tables in this section (Tables 3.2 to 3.4) describe demographic 
characteristics and medical information of all 1991 prevalent cases, broken down by 
dementia type. 
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Table 3.2 
Percentage of Registry Cases by Sex, Race, Age and Dementia Type, 
Statewide Alzheimer's Disease and Disorders Registry, 1991 
SEX 
Male 
Female 
RACE 
White 
Black 
CURRENT AGE 
Under 55 
55-64 
65-69 
70-74 
75-79 
80-84 
85-89 
90 + 
AGE at DIAGNOSIS 
Under 55 
55-64 
65-69 
70-74 
75-79 
80-84 
85 + 
AD 
n=2,777 
33 
67 
58 
41 
2 
6 
7 
15 
22 
24 
15 
9 
3 
9 
10 
18 
25 
23 
12 
MID 
n=542 
53 
47 
52 
48 
9 
12 
14 
16 
18 
16 
10 
5 
12 
16 
15 
19 
19 
11 
8 
5 
ALC 
n=592 
80 
20 
41 
59 
35 
28 
14 
12 
6 
4 
1 
0 
41 
29 
13 
9 
5 
2 
1 
MED 
n=676 
58 
42 
54 
46 
46 
14 
9 
10 
10 
7 
3 
1 
50 
14 
11 
9 
7 
7 
2 
Table 3.3 
Percentage of Registry Cases by Demographic Characteristics 
and Dementia Type, 
Statewide Alzheimer's Disease and Related Disorders Registry, 1991 
MARITAL STATUS 
Married 
Widowed/DivorcedjSep 
Single 
Unknown 
EDUCATION 
Less than high school 
High school or more 
Unknown 
ILLITERATE 
Yes 
No 
Unknown 
OCCUPATION 
Domestic/homemaker 
Agriculture 
Textile 
Construction 
Government/sales 
Never employed 
Unknown 
AD 
n=2,777 
29 
59 
9 
3 
51 
34 
15 
6 
48 
46 
26 
8 
14 
3 
20 
1 
28 
6 
MID 
n=542 
30 
57 
10 
3 
46 
35 
19 
7 
45 
48 
25 
9 
15 
5 
19 
2 
25 
ALC 
n=592 
19 
48 
26 
7 
58 
39 
3 
9 
51 
40 
22 
6 
16 
13 
19 
2 
22 
MED 
n=676 
25 
39 
32 
4 
35 
47 
18 
6 
55 
39 
19 
8 
9 
8 
17 
8 
31 
Table 3.4 
Percentage of Registry Cases by Medical History and Dementia Type, 
Statewide Alzheimer's Disease and Related Disorders Registry, 1991 
HISTORY OF 
Diabetes 
Schizophrenia 
Depression 
Head injury 
Cardiovascular disease 
Alcohol/drug abuse 
Hearing loss 
Visual impairment 
Syphilis 
AD 
n=2,777 
14 
3 
1 
4 
40 
14 
16 
18 
4 
MID 
n=542 
20 
4 
3 
8 
84 
27 
15 
18 
4 
FAMILY HISTORY OF DEMENTIA 
Yes 13 16 
No 11 6 
Unknown 76 78 
Table 3.5 
ALC 
n=592 
7 
7 
1 
11 
19 
97 
8 
8 
5 
20 
6 
74 
MED 
n=676 
10 
10 
3 
34 
21 
29 
6 
9 
6 
16 
11 
73 
Percentage of Registry Cases by Diagnostic Procedures and Dementia Type, 
Statewide Alzheimer's Disease and Related Disorders Registry, 1991 
RECORD OF 
AD 
n=2,777 
Mini-Mental Status Exam 30 
CAT scan 24 
MRI 2 
EEG 8 
7 
MID 
n=542 
24 
34 
6 
16 
ALC 
n=592 
25 
21 
1 
12 
MED 
n=676 
16 
33 
7 
16 
Table 3.6 
Percentage of Registry Deaths by Dementia Type 
Statewide Alzheimer's Disease and Related Disorders Registry, 1988-1991 
Autopsy 
yes 
no 
unknown 
Diagnosis to Death 
<2 years 
2-5 years 
>5 years 
Onset to Deatt+ 
<2 years 
2-5 years 
>5 years 
AD 
n=465 
4 
66 
30 
47 
34 
19 
23 
24 
53 
MID 
n=126 
6 
68 
26 
46 
33 
21 
16 
33 
51 
ALC 
n=49 
2 
51 
47 
50 
32 
18 
25 
22 
53 
MED 
n=78 
14 
42 
44 
55 
17 
28 
38 
19 
43 
$If date of onset is not available, date of diagnosis is used as date of onset 
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Figure 3.3 Percentage of Registry Cases by Race 
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Figure 3.4 Percentage of Registry Cases by Age 
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Figure 3.5 Percentage of Registry Cases by Education 
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Figure 3.6 Percentage of Registry Cases by Marital Status 
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4. PUBLICATIONS AND PRESENTATIONS 
The following is a list of the manuscripts and reports published by the registry. 
Reprints of these articles can be obtained from the registry office. In addition to the 
publications noted here, the registry staff have prepared numerous reports for various 
agencies and funding agencies. 
PUBLICATIONS 
1. Still CN, Jackson KL, Brandes DA, Abramson RK, Macera CA. The South 
Carolina registry for dementing illnesses--a preliminary report. (Abstract) The 
Gerontologist 29:141a, 1989. 
2. Still CN, Jackson KL, Brandes DA, Abramson RK, Macera CA. Distribution of 
major dementias by race and sex in South Carolina. Journal of the South 
Carolina Medical Association 86(8):453-456, 1990. 
3. Macera CA, Still CN, Thompson SJ, Brandes DA. The need for an Alzheimer's 
disease patient registry in South Carolina. Journal of the South Carolina 
Medical Association 86(8):457-460, 1990. 
4. Macera CA, Still CN, Brandes DA, Abramson RK, Davis DR. The South 
Carolina Alzheimer's disease patient registry: a progress report . . American 
Journal of Alzheimer's Care and Related Disorders and Research 6(1):35-38, 
1991. 
5. Macera CA, Davis DR, Brandes DA, Still CN. A report on dementia in South 
Carolina, 1988-1990. Journal of the SC Medical Association 87(11):531-535, 
1991. 
6. Brandes DA, Macera CA, Still CN, Abramson R. Problems in establishing case 
definitions for Alzheimer's disease registries. American Journal of Alzheimer's 
Care and Related Disorders and Research 6(6):29-31 ,42, 1991. 
7. Mintzer JE, Macera CA. Prevalence of depressive symptoms among white and 
African-American caregivers of demented patients (letter). American Journal of 
Psychiatry (in press) 
8. Macera CA, Sun RKP, Yeager KK, Brandes DA. Sensitivity and specificity of 
death certificate diagnoses for dementing illnesses, 1988-90. Journal of 
American Geriatrics Society (in press) 
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PRESENTATIONS 
Registry staff have made many presentations around the state, at local and 
national meetings, and to various agencies. The presentations listed here are a 
sampling of those made during 1991. Many other presentations were made to 
support groups around the state including Columbia, Anderson, Spartanburg, Easley, 
and Charleston. 
1. "Black/White Differences in the Burden of Caregiving." Presented at the 
American College of Epidemiology Annual Meeting, Atlanta, GA. 
2. "Sensitivity of Death Certificate Diagnosis for Dementing Illnesses." Presented at 
the Annual Meeting of the American Public Health Association, Atlanta, GA. 
3. "Dementia: Burden of Caregiving." Presented at the Annual Meeting of the 
American Public Health Association, Atlanta, GA. 
4. "Are You at Risk for Alzheimer's Disease?" Presented at Upstate Gerontological 
Society Meeting, Greenville, SC. 
5. "Concerns of the Aging Population." Presented at the Piedmont Council of the 
SC Health Care Association Meeting, Greenville, SC. 
6. "Alzheimer's Disease and Related Dementias." Presented at Greenville 
Technical College, Greenville, SC. 
7. "Alzheimer's Disease." Presented at Senior Action, Council of Aging Meeting, 
Greenville, SC. 
8. "Dealing with Difficult Behaviors Associated with Alzheimer's Disease." 
Presented at Healthcare Park West Alzheimer's Day Care Center, Charleston, 
sc. 
9. "Is There a Need for Specialized Care Units for Alzheimer's Patients in SC." 
Presented to Nursing Students, Graduate School of Nursing, MUSC, 
Charleston, SC. 
10. "Dealing with People with Alzheimer's Disease and Related Disorders and their 
Caregivers." Presented to ECW Women's Group at the Church of Our Savior, 
John's Island, SC. 
11. "Need for a Dementia Registry." Presented to Adult Day Care quarterly 
Meeting, Sumter, SC. 
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5. RESEARCH IN PROGRESS 
There are several ongoing studies that involve the registry staff. The following 
is a brief synopsis of these studies. For additional information on the status of these 
projects, please call the registry office at (803) 777-9416. 
1. The Caregiver Studies 
The registry staff are involved in a number of projects dealing with caregivers 
and the specific problems associated with caring for someone with Alzheimer's 
disease. One ongoing study is examining the changes in the physical and mental 
health of the caregiver, and another focuses on helping the caregiver cope with 
disruptive behaviors common among Alzheimer's patients using a case-management 
approach. 
2. Alzheimer's Disease: The Tip of the Iceberg 
Data on time between diagnosis and death for Alzheimer's disease patients is 
very short, demonstrating a pattern of diagnosing Alzheimer's disease late in the 
disease process. This results in underestimation of the disease burden, and suggests 
the need for better characterization of presenting symptoms. We plan to examine the 
history of illnesses and presenting symptoms that precede AD diagnosis to develop 
new insights into early symptomatology. 
3. Head Trauma Study 
This pilot study retrospectively evaluated whether a severe head injury appeared 
more often in the medical records of those with Alzheimer's disease compared to an 
age and sex matched control group without cognitive impairment. At this point, the 
pilot study has been completed, and plans are underway for a larger study. 
4. Factors Associated with Rate of Progression 
An understanding of the factors that are associated with rapid progression of 
the Alzheimer's disease process may lead to interventions designed to delay the 
development of the disease. We will use registry data to compare those with rapid 
progression to those with slow progression and try to identify differences between 
these groups. This project is currently in the planning stage. 
5. Prevalence of Cognitive Impairment in South Carolina 
This project involves applying several methods of estimating cognitive 
impairment and comparing these methods using South Carolina population data. This 
project will enable us to make more informed decisions by having access to a range 
of estimates, from the lowest to the highest, on a county-by-county basis. 
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6. ACCESS TO REGISTRY DATA 
Any state or local agency may request the registry staff to provide specific data 
summaries (without identifiers). These requests are handled on an individual basis 
and will be provided free of charge, as time allows. Contact the registry staff at (803) 
777-9416 for further information. 
Researchers wishing to use raw data for analysis may submit a letter describing 
the nature of the research and the type of data required. These will be handled on an 
individual basis. Researchers whose requests are forwarded to the User Policy 
Council for review may be asked to provide additional details on the planned analyses. 
Please contact the registry office for further information. 
For more detail on any of the data presented in this report, or for referral to 
other resources, please call the registry office at (803) 777-9416. As of December 31, 
1991, the office staff in Columbia are as follows: 
Carol Macera, Director 
Debra Brandes, Assistant Director 
Ginny Kurtz, Administrative Assistant 
Dorothy Davis, Data Analyst 
Bill Scott, Graduate Assistant 
Laurie Draheim, Graduate Assistant 
Consultants: 
Charles N. Still, Medical Director 
Ruth Abramson, Genetics Consultant 
Area coordinators for data collection and caregiver studies: 
Carol Cornman, R.N., P.A., B.S., Columbia 
JaneS. Williamson, B.S.N., Piedmont 
Susan J. DeAndrade, B.S.N., Low Country 
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